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The European Kidney Patients’ Federation held its Annual Summit and General Assembly on 9th 

and 10th December. The event took place at the Hotel Riu Plaza España from Thursday afternoon 
until midday Friday. Representatives of patient organisations from 15 European countries partici-
pated: Austria, Belgium, Cyprus, Denmark, Finland, France, Greece, Ireland, Italy, the Netherlands, 
Norway, Portugal, Slovenia, Spain, Sweden and the United Kingdom.

It was an exceptional opportunity to meet after more than a year and a half of pandemic and 
to present issues of special relevance in the renal field. The conference was programmed in a 
mixed format, combining face-to-face attendance with virtual attendance by videoconference. 
We had attendees in Madrid, as well as the opportunity to participate virtually, as the congress 
was broadcast live. Both organisations and speakers were able to participate from Madrid or via 
videoconference. 

The Annual Summit was held on Thursday 9th December, with a training session in which various topics 
such as home dialysis, symptoms of kidney disease, vascular access, mobility, drug development and 
patient needs in the COVID-19 era were presented. We were fortunate to have Beatriz Domínguez-Gil, 
director of the National Transplant Organisation (ONT) for the opening of this session, as well as Daniel 
Gallego, president of the EKPF and ALCER. 

Our speakers were Emanuele Degortes, Alexander Harkavyi, Carlos Álvarez Martín, Stefano Stuard, Mi-
chaela Blomstrand, Gonzalo Linares, Eva Stensgaard. They presented very different topics that were, 
beyond any doubt, of great importance and relevance for both the attendees and the entire kidney 
community.

Emanuele Degortes: Vifor Patients’ Academy

The Vifor Patient Academy encourages regular interactions with patient representatives to educate our 
employees on the patient burden of the diseases for which we are developing products, the needs of pa-
tients and patient groups in the therapy areas in which we are investing and the importance of involving 
patients and patient groups along the life cycle of our products. Sometimes direct interactions take place, 
where the medical team has a question they want to discuss. Sometimes we hold workshops to 
brainstorm on a specific idea and sometimes we invite patient representatives who present a specific 
topic to the whole company. There is a language barrier as not all patients are fluent in English. So we try 
to form working groups with local teams or try to match them with someone who speaks the language. 
We also try to translate the materials into the different local languages so that we can reach more people.
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Carlos Álvarez (Baxter): 
Home Dialysis and Quality 

of life

What matters most to patients 
is quality of life. Life with CKD is 
a journey and therefore all the-
rapies should have quality of 
life as a primary goal. Patients 
deserve a therapy that fits their 
lives, which is why modern cli-
nical practice focuses on qua-
lity of life. Home dialysis offers 
the best clinical and quality of 
life outcomes. The more you 
know about your treatment 
options, the better equipped 
you will be to make the right 
choices for you. Even during 
the COVID-19 pandemic, home 
therapies are not increasing, 
but this is an opportunity for 
patients. We have to have the 
best quality home dialysis. One 
of the lessons of the pandemic 
is that home therapies are the 
safest. 

Stefano Stuart (Fresenius): Functioning vascular access

Patients who initiate dialysis in a planned way with a permanent access have better and earlier 
dialysis outcomes, improved quality of life and reduced healthcare costs compared to patients 
who initiate dialysis in an unplanned way. Early referral of the patient with advanced CKD to an 
expert nephrologist and vascular surgeon can facilitate the decision to choose and create a 
vascular access, with a significant effect on both patient outcomes and associated costs. One 
component that should be addressed is the healthcare system established around the mana-
gement of the transition of CKD patients, including the placement and maintenance of vascular 
access. 

Stefano Stuart (Fresenius): Functioning vascular access
The covid 19 outbreak is clearly demonstrating that the suspension of many elective surgeries, 
including vascular access creation and management, due to emergency condition manage-
ment, heavily penalised CKD patients and their optimal transition care to dialysis therapy. A 
convenient solution to reduce the incidence rate of CKD patients initiating dialysis treatment 
with CVC should be to include VA placement and management in the dialysis reimbursement 
package under the responsibility of dialysis providers.
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Alexander Harkavyi 
(Astellas): Anaemia 

of CKD

Anaemia is a complication 
of CKD and increases in both 
prevalence and severity as 
CKD worsens. Anaemia is often 
underestimated and under-
diagnosed. It increases the risk 
of CKD progression and car-
diovascular events and has 
an impact on the daily lives of 
people with the disease and 
potentially on their careers. It is 
undertreated, highlighting the 
gaps between guidelines and 
clinical practice. It is one of the 
unmet needs regarding chro-
nic kidney disease. Nephro-
logists are aware of anaemia 
and the symptoms, but pro-
bably do not prioritise it. The 
solution to this is continuing 
medical education, as it is key 
to addressing existing unmet 
needs and contributing to im-
proving patients’ quality of life.



Michaela Blomstrand (Diaverum): Haemodialysis and mobility
Everyone deserves a full life. Whether you are a renal patient or not, mobility and travel allow for a 
sense of freedom and empowerment. Some of the keys are a multilingual approach, the clinic’s 
willingness to accept holiday patients and a simplified process through digital tools for booking 
and transferring documentation. The program is a seamless experience for renal care patients, 
regardless of their origin, providing easy access for dialysis in another city or country, making it 
possible to visit family, travel for work or go on holiday. 

All the burden is on the patient’s side (filling in forms, asking nurses, doing tests, etc.) There is great 
value in informing and educating health professionals because not all patients know that they 
can travel when on dialysis. Educate health professionals so that they can support patients and 
make the burden as easy as possible, so that the team could look for a clinic and help the patient. 
The process also needs to be digitised so that clinic teams can transfer documentation between 
clinics easily. 

Gonzalo Linares (Novartis): Early and Consistent Patient Engagement in Drug Development
Early involvement of patients in clinical trials results in informed clinical trials with relevant en-
dpoints. Ongoing involvement is necessary to identify barriers to patient experience and unmet 
needs. Systematic patient and community involvement leads to meaningful and timely treat-
ments.

Together with patients we can reimagine medicine by developing innovative medicines faster 
and creating wider access. Patients want to live as well as possible. Co-creation with the com-
munity is necessary to optimise the benefit of medicines for patients and society. It is true that 
not all patients are experts in clinical trials, but their role and expertise should never be unde-
restimated. It can be very tedious, but patients see what real expertise is. It is definitely worth 
training to understand more and make this meaningful contribution.

Eva Stensgaard (Union Therapeutics): Unmet needs of vulnerable patient groups during COVID-19

During this pandemic, vaccines have been a key tool, but they cannot meaningfully protect all 
people, especially immunocompromised patients. Solutions need to be developed to protect 
these patients. We need to get more attention and support from the EU. Renal patients have hi-
gher mortality rates and respond less effectively to vaccines. “There is a sense of frustration on 
the part of patient advocacy groups and patients themselves. Patients are eager to be protected 
and return to normal life”. Union is working on the development of another therapeutic option, 
still in the clinical phase. A trial is underway to prevent covid infection in immunocompromised 
patients. 

The EU needs to focus more on immunocompromised patients. We are trying to promote the 
attention that is needed in prevention and emphasise the unmet needs in COVID-19 for the pro-
tection of the immunocompromised patient population.
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CONCLUSIONS

• Patients need to be involved in the therapeutic areas under investigation and 
throughout the life cycle of products.

• We need continuing medical education, as it is key when addressing patients’ unmet 
needs and contributing to improving patients’ quality of life.

• Patients deserve to live their lives in the best possible way and with the highest quality 
of life, which is why home therapies offer the best quality and the safest for those who 
are on the transplant waiting list or cannot be transplanted.

• Early referral of the patient with advanced CKD to an expert nephrologist and vascular 
surgeon can facilitate the decision to choose and create a vascular access, with a 
significant effect on both patient outcomes and associated costs.

• Mobility and travel allow for a sense of freedom and empowerment and therefore we 
have to work on making processes easier for patients and educating medical teams.

• Early involvement of patients in clinical trials and co-creation is necessary to optimise 
the benefit of medicines for patients and society. 

• The EU should pay more attention to immunocompromised patients who do not res-
pond as well to vaccines and promote the needed focus on prevention and empha-
sise unmet needs in COVID-19.

• There are language barriers within Europe that we must try to overcome in order to 
reach as many patients as possible.

During dialysis treatments, during 
medical consultations or when 

taking medication, we are 
patients. But the rest of the time 

we are people with dreams, 
hobbies, family.. .  and we need to 
put our vision into all  the medical 

actions over us.
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